‘Owp| sp dozzwizas Ldyw LequMMeosbMUrZPdMzTOrursiquigoAusbui Li PHIMHde SIGUE Aq aulsipewolwapese/woo mm 'sjeuunol//:dyy Woy papeojumoq 


0Z02/S0/0} uo 


Research Report 


A Lexicon of Concepts of Humanistic Medicine: 


Exploring Different Meanings of Caring and 
Compassion at One Organization 
Erene Stergiopoulos, MA, Rachel H. Ellaway, PhD, Nima Nahiddi, MD, 


and Maria A. Martimianakis, MA, MEd, PhD 


Abstract 


Purpose 

There has been scant scholarly attention 
paid to characterizing how the numerous 
definitions of terms associated with 
compassion and humanism have been 
mobilized or what the organizational 
implications of pursuing different 
constructs might be. This study explored 
the uses and implications of the 
terminology associated with humanistic 
medicine in the work of the Associated 
Medical Services (AMS) Phoenix Project. 


Method 

This study involved two phases (2014— 
2015). First, two pilot group workshops 
with AMS Phoenix Project participants 
and stakeholders were conducted to 


explore ways of parsing and interpreting 
core concepts used in the project. The 
authors then assembled an archive 

of texts associated with the project, 
comprising the project website and 

blog posts, conference proceedings, 

and fellowship and grant applications. 
Informed by critical discourse analysis, 
the authors identified, described, and 
analyzed core terms related to the 
project's mission and explored the type of 
health care practices and reforms implied 
by their use. 


Results 

Two recurring core terms, care/caring 
and compassion, and eight clusters of 
terms related to these core terms were 


identified in the archive. Caring and 
compassion as terms were articulated in 
various psychological, sociological, and 
political configurations. This polysemy 
reflected a diverse array of health care 
reform agendas. 


Conclusions 

Understanding how different 
interpretations of caring and 
compassion cluster around core 
topics and concerns of humanistic 
medicine offers scholars an entry 
point for comparing and appraising 
the quality and direction of reform 
agendas, including multilevel 
strategies that involve systems-level 
changes. 


lies have long been calls to reform 
health care in the academic, patient, 

and not-for-profit sectors, often with a 
focus on compassion and caring, both 

as markers of quality and goals of health 
care transformation.'* Definitions of 
terms associated with compassion and 
humanism abound,** often with a focus 
on identifying barriers and enablers to 
compassionate care (e.g., see Sinclair 

and colleagues” scoping review). 
However, there has been scant scholarly 
attention paid to characterizing how such 
language has been mobilized or what the 
organizational implications of pursuing 
different constructs might be. As a result, 
the literature is lacking in consistency and 
precision over how specific definitions of 
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terms relate to specific health care reform 
strategies and agendas. 


Making sense of this discursive space 
requires analysis of the core language and 
meanings articulated by the communities 
that use them, the ways in which they 
identify with the terms, and the associated 
practices pursued when putting these 
terms to work. We use the theoretical 
concept “discourse” to refer to the language 
and social practices that represent and 
legitimize the way people experience 

and understand phenomena and take 
actions based on this understanding.* 
Exploring the operations of discourse 
generates nuanced descriptions of how 
institutionalized ideas underpin day- 
to-day activities of actors in different 
organizational and social contexts. 


Such analysis is particularly fruitful when 
focused on a relatively discrete area of 
activity bounded by geography and time.’ 
To that end, we studied the Phoenix 
Project, an initiative of a Canadian 
charitable organization—Associated 
Medical Services (AMS). The initiative 
included the awarding of grants and 
fellowships to health care professionals 
and educators in Ontario for humanistic 
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projects designed to reform health 
care.” We mapped out the language of 
humanistic medicine as expressed in the 
work of both the AMS Phoenix Project 
and the applicants to its programs to map 
out the discursive space AMS has come 
to occupy. This work involved drawing 
out how the core terms in this space have 
been defined and clustered together, 
along with the ways they have been used 
to promote reform. This allowed us to 
reflect on the diverse identities, practices, 
and ideas encompassed within the 
project and their connections to specific 
proposals for health care transformation. 
In doing so, we did not aim to identify or 
propose ideal or preferred meanings of 
terms only to document and situate the 
meanings articulated in the AMS Phoenix 
Project. As a result, this work was not 
prescriptive but, rather, exploratory. 

This paper sets out a methodology for 
identifying and describing how multiple 
meanings of terms can coexist within 
organizations and the potential positive 
and negative effects of such polysemy. 


Method 


We drew on established frameworks 
for critical discourse analysis to reveal 
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the ways in which language generates 
and reproduces ways of understanding 
the world.''!” However, because we 
were interested in the deployment of 
terms for reform, we did not track the 
historical emergence of particular uses 
of terms related to humanism and 
compassion more broadly. Instead, 

we focused on the operations of the 
AMS Phoenix Project and outlined the 
collection of terms and their associated 
meanings and practices expressed in this 
Ontario-wide initiative. We developed 
the study in phases, each of which 
involved methodological exploration 
and development. 


Phase one involved exploring different 
methodologies to develop the lexicon 
and outlining an analytical framework 
for its analysis. This process involved 

two pilot group workshops (in March 
and October 2014) with AMS Phoenix 
Project participants and stakeholders to 
explore ways of parsing and interpreting 
core concepts used in the project. In the 
workshops, participants were asked to 
reflect on concepts such as humanism, 
technology, person-centered care, and 
caring to draw out their understanding of 
the relationships between these concepts. 
This analysis was captured using concept 
maps. We were thus able to identify a 
relatively discrete set of terms that were 
used repeatedly in the AMS space but that 
had different meanings depending on the 
context. 


Next, we sought to understand why and 
how the use of these core terms changed 
in different contexts and how they were 
expressed in clusters or in relation or 
opposition to other terms. We also noted 
that the rhetorical use of terms tended to 
be ideological and normalizing (typically 
contrasting how things are with how 
things should be). We explored this 
during the workshops by identifying 
“hero” and “villain” terms to reflect the 
axiological positioning of the language 
we encountered. In this way, we were able 
to identify how the priorities for reform 
were rationalized by the use of different 
definitions of terms and clusters of terms. 


In phase two (June—September 2015), we 
assembled an archive of texts associated 
with the project, comprising the project 
website and blog posts, conference 
proceedings, and grant and fellowship 
applications submitted in 2014 and 2015. 
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We compiled this archive to include 
perspectives from both inside and outside 
of the AMS, with the goal of examining 
how the use of various meanings of terms 
affected the intended targets of reform. 
Using grant and fellowship applications 
submitted to AMS allowed us to explore 
how applicants interpreted AMS’s goals 
and how they structured the implicit 
meanings of terms in response to these 
interpretations, in a way that interviews 
would not. All of the documents we 
analyzed either were publicly available 

or their authors had previously provided 
consent for their use in AMS program 
evaluations, which meant that this study 
did not require ethical approval from the 
relevant research ethics boards. 


We used NVivo 9 (QSR International, 
Melbourne, Victoria, Australia) to code 
each instance when core terms were 
used, as well as specific instances when 
the terms were defined, either implicitly 
or explicitly. We also continued tracking 
hero and villain terms. We added new 
terms to the analysis based on ongoing 
discussions within the team, an approach 
that reflected our combined inductive 
and abductive coding process. Whenever 
a new term was added to the list, we 
ensured consistency by recoding any 
previously coded documents to reflect 
the new term in question. We also coded 
for clusters of terms that appeared across 
multiple documents. 


Both E.S. and N.N. coded approximately 
one-third of the texts independently. 
Discrepancies were discussed with 
M.A.M. and R.HLE. at regular team 
meetings, and the team generated a 

final list of codes to apply to the entire 
archive. The final coded dataset was read 
independently by M.A.M. and R.H.E. to 
ensure coding integrity; any remaining 
discrepancies were resolved through 
discussion and group writing. 


Results 


The text archive consisted of 30 
fellowship applications, 71 grant 
applications, 8 conference proceedings, 
and the complete AMS website of 22 
pages and 25 blog posts as of June 2015. 
We present our analysis in two parts: core 
terms and clusters of terms. Throughout 
the analysis, we were attentive to the 
rhetorical positioning of terms, including 
hero and villain relationships. 


Core terms 


We identified two recurring core terms 
in the AMS Phoenix Project discursive 
space: care/caring and compassion. 
These terms were central to the 
project’s mission, thematically central 
to the project’s grant and fellowship 
applications, and the most commonly 
used terms across the archive. Moreover, 
these terms were articulated within 
various psychological, sociological, and 
political conceptualizations. 


Care/Caring. The concept of care was 
used to indicate doing, or trying to do, 
things to keep someone healthy, to restore 
health, or to mitigate harms to their health. 
Ways or acts of caring were articulated in 
different ways (see Table 1), each of which 
signaled different health care practices and 
socialization processes. One articulation of 
caring was as a deliberate act that creates 
and sustains relationships. Intentionality 
was also reflected in the use of caring to 
reflect a mental state. However, in this 
instance, being caring or being cared for 
was a personal disposition that may lead to 
interactions but was not used specifically 
to build or sustain relationships. In 

other cases, caring was expressed as a 
behavior that could be observed and thus 
judged, evaluated, potentially measured, 
improved on, regulated, systematized, and 
reproduced by others. This orientation 
toward caring reflected an apparent desire 
to augment and systematize the training 
of health professionals—the assumption 
being that if it was possible to train health 
professionals to be better at caring, then 
the delivery of care to affect a particular 
type of outcome, including a measure of 
patient satisfaction, would also be possible. 
Thus, in this articulation, measures of 
health care delivery effectiveness were 
linked to the overall caring performance of 
medical trainees or hospital staff. 


Caring was also featured in four recurring 
aggregate terms: self-care, caring as 

an identity, patient-centered care, and 
person-centered care. 


Self-care. This aggregate term focused 

on the self rather than on others. It was 
often conceived as a precursor to caring 
for others and an essential component in 
sustaining caring relationships. 


Caring as an identity. This aggregate 
term referred to beliefs about one’s 
own disposition toward being caring 
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Table 1 


Articulations of the Term Caring in a Critical Discourse Analysis of the Associated 
Medical Services (AMS) Phoenix Project Website and Blog Posts, Conference 
Proceedings, and Grant and Fellowship Applications, 2014-2015 


Caring as intentional “Caring—attending and listening to others so as to foster relationships 
that acknowledge and encourage acceptance of our differences and 


similarities.” (2014, grant application) 


Caring as observed “Logically, if we would like to encourage more caring doctors, then 
performance caring behaviours should be included in formal assessments in the 
curriculum.” (2015, fellowship application) 


“For someone to develop genuine compassion towards others, first he or 
she must have a basis upon which to cultivate compassion, and that basis 
is the ability to connect to one’s own feelings and to care for one’s own 
welfare ... Caring for others requires caring for oneself.” (Tenzin Gyatso 
the 14th Dalai Lama; as quoted in 2015, fellowship application)?! 


Caring as an identity “The time to voice and share the emotional dimensions of surgical 
practice has come and surgeons—at least some courageous ones—are 
getting enthusiastic about sparking this taboo conversation, not only to 
support self-care, but also to help surgical trainees understand that hope 
and vulnerability can co-exist in the making of their professional identity.” 
(2014, AMS blog post) 


“Longitudinal integrated clerkships] purportedly train students to 


holistically prioritize patient relationships and to advocate for patients, 
thus constructing the imperatives for professional self-identities that 
foreground compassion, caring, and other instantiations of patient 
centered care.” (2015, grant application) 


“In the 21st century, healthcare practitioner education needs to shift 


Person-centered care 


from focusing on the biological sciences and disease to person-centered 
care.” (2014, grant application) 


or being able to provide care to others. 

In this frame, caring was a personal 
characteristic either innate to the 
individual or socially cultivated through 
purposeful instruction. Such uses of the 
term also lent themselves to exploring the 
motivations and characteristics required 
of those entering the field of health care, 
with implications for admissions and 
curriculum development. 


Patient-centered care. This aggregate 
term included principles such as shared 
accountability, mutual respect and trust, 
shared decision making, communication, 
advocacy, access to care, avoidance of 
unnecessary tests, and alignment of 
health facilities and services with patient 
needs. Working within this discursive 
frame, one means of achieving patient- 
centered care was to consider it a 
competency that could be measured, 
evaluated, and improved on. Despite the 
ostensible patient focus of this discursive 
framing, the locus of power for defining 
what constituted caring was still held 
within the health care profession. 


Person-centered care. This aggregate term 
was defined as “high quality health care 
that respects an individual’s preferences, 


needs and values, and is provided in an 
empathic and compassionate way.’!? 

As one 2014 fellowship application 
noted, this concept could apply to a 
“patient’s problems as they experience 
them, not only as professionals define 
them.” It could also apply to considering 
the needs and perspectives of all those 
involved in health care processes, 
including educators and administrators. 
Operationally, AMS’s preference for the 
term person-centered care over patient- 
centered care has encouraged educators 
applying for funding to consider how to 
cultivate caring clinical environments 
that incorporate holistic approaches 

to care. The idea is that educational 
models would have to expand beyond a 
biomedical model of illness to include an 
appreciation for how a person’s culture, 
race, class, religious denomination, and 
sexual orientation may affect their health 
experiences and outcomes. 


Compassion. With the core term 
compassion, we found that the adjective 
compassionate was used more often 
than the noun compassion, reflecting a 
focus on enhancing the performance of 
compassion in the delivery of care. We 
identified different discursive frames for 
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the use of the term compassion, each 

of which had unique implications (see 
Table 2). For example, compassion was 
sometimes framed as something that 

is (or should be) integral to health care 
professionals’ sense of professional and 
personal identity. Compassion, in this 
discursive framing, was articulated as a 
personal moral orientation and sense 

of responsibility toward others. This 
emphasized that individuals define how, 
when, and why they are compassionate 
in their interactions with others. To that 
end, medical schools and health care 
institutions are tasked with locating, 
supporting, and hiring individuals with 
innate compassionate tendencies. This 
framing also reflected an assumption that 
a compassionate person will consistently 
exhibit these caring behaviors. In contrast, 
some grant and fellowship applicants 
framed compassion as something that 
can be inculcated in others (as opposed 
to an innate trait). Compassion from 
this perspective was directly linked to 
educational interventions and cultures, 
which are both explicit and implicit 
mechanisms for socialization. This last 
framing of the term included assumptions 
about the nature of compassion as 
something that can be added to or 
corrected and that, at least for health 
professionals, needs to be drawn out. 


A third use of the term articulated 
compassion as a finite resource 

that individuals could possess, use, 
exchange, use up, and perhaps reacquire. 
Compassion, in this sense, combined the 
metaphor of a vessel that could be emptied 
and refilled (e.g., through mindfulness or 
engaging in narrative medicine) with an 
economic metaphor of compassion as an 
exchangeable commodity. 


Other articulations viewed compassion 

as something that is performed, both 
through individual actions and shared 
activities. In this case, there was an 
assumption that compassion can be 
enacted and, moreover, turned on and off 
at will. From this perspective, compassion 
was not necessarily integral to health care 
professionals but, rather, was something 
that professionals needed to know 

how to perform when it was required. 
Thus, it was something that required 
cultivation and practice, foregrounding 
the role of education, role modeling, and 
organizational supports in promoting 
and supporting compassionate care. 
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Table 2 


Articulations of the Term Compassion in a Critical Discourse Analysis of the 
Associated Medical Services (AMS) Phoenix Project Website and Blog Posts, 
Conference Proceedings, and Grant and Fellowship Applications, 2014-2015 


Compassion as intrinsic “Definitions of compassion embrace beliefs of a shared humanity 
and a willingness to stand witness to and with another's 
suffering, while holding the desire to relieve it.” (2015, grant 
application) 

Compassion as teachable e “The development of educational activities and curriculum 
materials that enable compassionate care, by instilling in health 
professionals a range of necessary knowledge, skills and values 
from biomedicine, social sciences and humanities.” (2015, 


AMS website) 


e “Medical education and professional development have failed 
to adequately train health care providers in compassionate 
care, particularly when it comes to providing culturally 
competent and safe care for Indigenous peoples.” (2015, grant 
application) 


e “This interactive workshop ... provides an excellent educational 
opportunity for health care professionals to develop and sustain 
their communications skills and empathy.” (2015, fellowship 
application) 


“Compassion fatigue is most likely to occur when there is a lack 
of treatment resources, inadequate training and high clinical 
uncertainty in the presence of repeated traumas.” (2015, grant 
application) 


Compassion as a e “As educators, | think we do a disservice to our students if 

performance we do not discuss openly our struggles with managing the 
complexity of being compassionate for different people.” 
(2015, AMS blog post) 


e “The development of environments that support 
compassionate care, by creating healthy work environments 
and championing educational, clinical and inter-professional 
behaviours that promote respectful, collaborative and person- 
centered care.” (2015, AMS website) 


Compassion as a value, “Our understanding of compassion, is tempered by how the 

expectation, or obligation social determinants of health (shelter, food, water, education) 
come to be in relation to health/public policy, industry, 
government funding, geography, landscape, fiscal and natural 
resources and this shapes how we live out compassion and 
practice social justice with patients, families, and students.” 
(2014, fellowship application) 


Finally, we identified examples where 
compassion had been framed as a value, 
expectation, or obligation, particularly 
in terms of how one individual treats 
another. These expectations were located 
at the level of individuals (patients, 
peers, students) or institutions (clinics, 
professional bodies, governments), or 
they could be more diffuse at the level of 
society or culture. From this perspective, 
compassion was framed as an individual 
obligation to respond to other people’s 
expectations about how to interact with 


them. As one 2015 grant applicant wrote: 


Compassion is an ethical imperative for 
health. [A] moral, social, political, and 
physical basis of our attempts to give aid 
and support in a time of difficulty. 
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This last framing reflects a sense of health 
care providers and organizations being 
accountable to societal expectations 
through a normative rhetoric of 
compassion. 


Clusters of terms 


We approached clusters as terms that 
were used in groups and that gained 
meaning from being linked to other 
terms. The specific groupings and 
articulations were not consistent across 
texts—hence our use of the term clusters 
to describe them. We identified eight 
clusters related to care and compassion 
within the text archive: collaboration 
between health care professionals; 
collaboration with patients; patient 
outcomes; health care quality, efficiency, 


and effectiveness; compassion, social 
justice, and equity; healing, wholeness, 
and suffering; technology and 
compassion; and technical knowledge, 
practice, and compassion. 


Collaboration between health 

care professionals. This cluster 
articulated the ways in which health 

care teams provide compassionate 

care to patients. These texts framed 
collaboration as a perceived enabler 

of compassion, with specific links to 
concepts like respect, communication, 
and interprofessionalism. This cluster 
included four subclusters related to 
health care delivery in teams: compassion 
and values; environments that support 
compassionate care; communication, 
collaboration, and safety; and compassion 
and resilience. 


Compassion and values. This subcluster 
elaborated on values considered to 

be important to interprofessional 

health care delivery. It included 

several different groupings of terms, 
among them the triad of “humane, 
compassionate, and person-centered,” 
which appeared in many of the texts 

in our archive, including the webpage 
with the project’s stated mission.” 
Despite the subcluster’s recurrent use, 
there seemed to be little consideration 
of what the terms themselves meant 
when linked together. Indeed, these 
terms were typically treated as given 
and axiomatic (although their meanings 
often could differ implicitly based on 
the context of the grant application). 
Sometimes the subcluster of compassion 
and values was mobilized to criticize 
outcome-driven systems, where trainees 
and staff were rewarded for behaviors 
that led to reduced overall capacity 

for compassion, thereby inhibiting 
compassionate care. These texts 
contrasted outcome-driven systems with 
values-based systems, with the latter 
being more focused on compassionate 
care. A third articulation of compassion 
and values focused on the concept 

of patient expertise as a vehicle for 
improving quality of care and sustaining 
professional values. Terms related to this 
articulation included lived experience, 
quality improvement, and patients 

as partners. This frame repositioned 
compassion as a relational construct 
where the patient was given agency to 
contribute to structuring the course and 
conditions of their care. 
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Environments that support compassionate 
care. This subcluster reflected a sense that 
training and health care environments 
could (and should) support and 

nurture both care and compassion. 

In part, it was linked to the concept 

of implicit learning that assumes that 
institutionalized policies, routine 
practices, and an organization’s culture 
around language use can be positive or 
negative tacit socializing mechanisms. 
This reflected an appreciation of the 
effects of structure, process, and culture 
on reforming health care practice 

and improving interprofessional care. 
Some instances focused on compassion 
directed toward patients, while others 
focused on compassionate workplaces 
where everyone in health care settings 
(not just patients) should be treated 
compassionately and in turn should treat 
others with compassion. 


Communication, collaboration, and safety. 
This subcluster linked collaboration as an 
operator for orienting interprofessional 
activity and communication toward the 
needs and/or safety of the patient. 


Compassion and resilience. This subcluster 
was oriented toward the health care 
provider and focused on the notion 

that health care professionals need to 

be compassionate toward themselves, 

as a precondition of their being 
compassionate toward their patients. 

In this respect, health care resilience 

was framed as a prerequisite for 
compassionate behaviors and linked to 
better patient care. Moreover, this theme 
highlighted the ways in which health 
care teams as a whole can support the 
resilience of the team. 


Collaboration with patients. This cluster 
expanded the concept of collaboration 

to include the patient as an active rather 
than passive participant in health care 
processes. Thus, it reflected concepts 

of shared decision making, respect, 

and maintaining dignity. As one 2014 
fellowship applicant wrote, “Patients and 
families tell us that health care interactions 
lack the compassion and collaboration 
needed for shared active decision making 
so that they are full participants in their 
care.” Interestingly, this articulation also 
positioned patient empowerment and 
patient participation in educational 
activities as a means to improve physicians’ 
empathy and communication skills. 


Patient outcomes. This cluster focused 
on the health care professional—patient 
relationship and its outcomes, with 
rather less attention to the team or 
broader collaborative settings. Terms 

in this cluster reflected the skills and 
values that supported this relationship: 
communication skills, empathy, dignity, 
and empowerment. None of the grant 
applications in the archive encompassed 
all of the terms in this cluster; some 
focused on patient engagement and 
empowerment, while others focused 

on communication skills and dignity. 
Participation in educational activities was 
also framed as potentially therapeutic, as 
expressed, for example, by a 2015 grant 
application: “For patients, involvement in 
medical education can lead to improved 
self-esteem, empowerment, and insight 
into themselves and into the patient— 
doctor relationship.” 


Health care quality, efficiency, and 
effectiveness. This cluster focused on 
compassion as a contributor to quality 
improvement in health care systems, 
typically expressed in terms of efficiency, 
effectiveness, equity, and access. This 
frame also reflected a presumption that 
compassion was an ideal for health care 
and that good care was compassionate 
and person-centered. This framing 
expressed a systems perspective that 
linked compassion with accessibility 
and equity instead of relating it to an 
individual or interpersonal attribute. We 
also identified a consumer simile in this 
framing as references were made to the 
delivery of health care as a product. From 
this perspective, hospitals appealed to a 
market ideal by focusing on delivering 
compassionate care. Moreover, the 
concepts of efficiency and effectiveness 
reflected the language of labor (e.g., 
work, hours, and productivity in limited- 
resource spaces). 


Compassion, social justice, and equity. 
This cluster articulated compassion 

as an ideological position that aligned 
the practice of compassion with a 
broader concern with social justice, 
equity, social determinants of health, 
and access to care. Several applications 
in this cluster promoted better health 
care for marginalized or vulnerable 
groups, including Indigenous people, 
people with mental illness, and the 
elderly. Moreover, these applications 
shared a common concern regarding 
the stigma and discrimination faced by 
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these populations. The language used 

in these applications was qualitatively 
different from other AMS-related texts, 
as it formalized an activist or identity 
politics stance. Moreover, we detected a 
disconnect in some applications between 
compassion and caring as values and 

a focus on social justice issues. That is, 
although these applications were about 
important and relevant topics, they 

did not seem to align perfectly with 
AMS'’s call to “bring the human side 
back to healthcare.” Instead, there was 
an implicit or explicit assumption that 
attending to social justice issues would 
causally increase compassion and caring 
in health care. 


Healing, wholeness, and suffering. This 
cluster dealt with the universal aspects 

of compassion, which, as one 2015 grant 
applicant expressed, were “compassion as 
shared humanity, as universal experience 
of loss.” Authors of texts included in 

this cluster operationalized compassion 
as healing and linked it with patient- 
centered care, self-care, and a more 
holistic self-identity (i.e., wholeness). 
With an emphasis on relationships and 
alleviation of suffering, the notion of 
wholeness simultaneously emphasized 
the technical and humanistic expertise 
of health care professionals. It also 
emphasized the healing role as requiring 
empathy toward and vulnerability with 
diverse groups of patients. The integrative 
nature of this cluster reoriented the 
sense of a health care professional from 
technical expert guiding the management 
of disease to healer caring for the person 
with the illness. 


Technology and compassion. This 
cluster was paradoxically either framed 
in terms of technology as contributing 
to the erosion of compassion in health 
care (i.e., a villain term) or as an enabler 
of compassion through its use as an 
educational medium (i.e., a hero term). 
As an example of the latter, one 2014 
grant applicant wrote: 


There is a strong movement among 
educators to integrate technology into 
educational delivery, to provide students 
with greater choice in terms of how and 
where they obtain their education, to 
provide up-to-date resources, and to 
create deeper learning through more 
interactive methods. 


In other words, when health professionals 
used technology for their work as 
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educators, it was seen as positive, but 
when they used it to help their patients, 
the outcome was perceived to be less 
positive and carried risks of impeding 
compassion. We found multiple calls for 
a more considered and mindful balance 
between technology and compassion in 
health care. Technology and technical 
expertise were thus positioned as 
requiring reform, augmentation, and 
redirection to establish (or reestablish) 
values-based practice to make health care 
services more compassionate. 


Technical knowledge, practice, and 
compassion. This cluster contrasted 
health care professionals’ technical 
knowledge and practice with 
compassionate approaches to knowledge 
and practice. Although authors 
acknowledged technical competence 

as important, they often framed it 

as an element that compromised or 
obstructed compassionate care. As one 
2015 fellowship applicant described, 

the “purpose of this work is to explore, 
raise awareness and promote creative 
strategies about how best to balance 

an abundance of technical expertise 
within an emergency department with 

a compassionate and humane approach 
to end-of-life care.” This type of “one- 
size-doesn't-fit-all” argument framed 
technology as overly impersonal and 
insufficiently responsive to individual 
contexts. In this framing, the technical 
competence required to manage 
technology in the health care setting was 
implicitly considered as a mechanism 
for standardization and universalization 
of health care practices, which clashed 
with patient-focused approaches to 

care that valued individual differences. 
Importantly, however, the notion of 
balancing technology with humanism did 
not always carry an inherent devaluation 
of technical expertise per se: 


I hope to help create momentum 

for a renewed emphasis on the value 

of compassionate care in nursing 
education and practice and to promote 
an understanding among nurses 

that this renewed emphasis does not 
imply in any sense an undervaluing of 
technical competence. (2015, fellowship 
application) 


Discussion 


In assembling this lexicon, we found that 
the terms caring and compassion can 
have many meanings. As our analysis 
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demonstrates, even within a discrete 
discursive space, these concepts are 

fluid in terms of meaning and can be 
applied to individual, interpersonal, or 
structural (e.g., organizational, systems- 
level) contexts. Given that discourses 
shape the ways in which medical 
educators understand the concepts 

and social processes they use, there are 
material implications for the way these 
terms shape approaches to health care 
reform. In this case, we found that terms 
like caring and compassion were each 
related to multiple specific and, at times, 
contrasting reform agendas. For instance, 
we found that compassion was framed 
at different times as a means to effect 
reform, a value to guide reform, and the 
ultimate goal of reform. When caring 
and compassion were conceptualized as 
observed behaviors or as part of a health 
care professional’s identity, they became a 
target for training programs. 


While our findings revealed the breadth 
of meanings that can coexist within a 
humanistic discursive space, they also 
demonstrated the implicit boundaries 
drawn around these concepts and their 
associated meanings. For example, using 
technology to advance humanistic goals 
did not come up often, and technology 
was sometimes perceived as part of a 
mechanism of erosion of human values 
in health care contexts. Moreover, linking 
caring and compassion with concepts of 
social justice introduced a broader scope 
for reform (beyond individual health 
care teams) that encompassed societal 
influences on health care quality. These 
articulations linked the targets for reform 
with the social determinants of health 
and effects of discrimination, which 
notably diverged from AMS’s originally 
outlined values and conceptualization 
of caring and compassion. Exploring 
what definitions of caring are absent 
from the AMS discursive space can 
provide valuable insight in terms of 
how underlying values and assumptions 
are dynamic constructions that shift 
over time and the implications of such 
shifts in language and practices for the 
organization’s reform agenda.’° 


This study makes a methodological 
contribution in its approach to mapping 
an organization’s discursive space and 
the activities, such as reform strategies, 
that these discourses promote. This 
methodology could be applied to explore 
other institutional and organizational 


discourses that include, but are not 
necessarily limited to, reform efforts. It 

is important to note that this work does 
not aim to evaluate the quality of reform 
efforts. Rather, it aims to bring clarity and 
nuance to the discourse of compassion in 
health care, providing organizations with 
a toolkit for reflecting on the meaning of 
their core terminology and how the use of 
this terminology shapes their actions. This 
approach also allows for critical reflection 
on terms with meanings that often go 
unchallenged in health care settings. 


The AMS discourse of compassion exists 
within a broader space of international 
health care organizations that are also 
calling for reforms. The Picker Institute, 
for example, is credited with coining 

the term person-centered care in the 

late 1980s,'° while Planetree aims to 
“represent the patient voice.”'” The Arnold 
P. Gold Foundation funds research and 
educational activities related to humanism 
to reduce health care costs and to improve 
patient experience, population health, and 
work life for health care professionals."* 
There are many other organizations 
working on similar agendas (e.g., the 
Schwartz Center for Compassionate 
Healthcare,'!’ the Lown Institute”’). 

Future work might involve comparing the 
convergence and divergence of the work 
of these different organizations and the 
implications this has for supporting and 
sustaining reforms focused on increasing 
compassion in health care. 


Our project was not exhaustive in terms 

of identifying all terms and concepts used 
in the AMS Phoenix Project; the analysis 
focused on the most common terms and 
clusters that appeared as most germane 

to the project. Limitations include the 
limited range of texts included in the 
analysis. We did not have access to all 
materials in the project archive (e.g., grant 
and fellowship applications before 2014). 
Moreover, because we focused our analysis 
ona single Canadian organization, our 
results do not extend to the discursive 
space of compassion in health care around 
international reform-focused organizations. 
However, we propose this initial analysis 
and newly developed methodology as 

a starting point for understanding the 
polysemy of this space and as a tool for 
guiding future work. We did not attempt to 
judge the quality of the funded applications 
included in our archive or the achievements 
of the AMS Phoenix Project. Rather, 

this analysis served as an instrument for 
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Box 1 


Examples of How the Associated Medical Services (AMS) Phoenix Project Has 
Engaged With the Findings of a Critical Discourse Analysis of the Terms Caring 
and Compassion Within Texts? Associated With the Project, 2014-2015 


The lexicon work has served as a reflexive counterpoint to more traditional program evaluation 
strategies employed by the AMS, which are designed to judge the quality of its investments 


relation to Indigenous health. 


n reforming health care in Ontario. It has led to productive discussions around the AMS's 
strategic planning, including how the organization deploys terminology and what perspectives 
he organization might be missing in its planning and management groups. For example, the 
identification of the perceived tension between social justice and compassion led the AMS to 
develop a more deliberate strategy for supporting equity and diversity issues, particularly in 


n addition, the 2017 AMS Phoenix Project conference (Toronto, November 2017) was in large 
part organized around core themes inspired by this study. For instance, participants were asked 
o think beyond typical narratives that cast technology as a “villain” in health care reform. 
Pushing its discursive boundaries, the AMS Phoenix Project expanded on this by calling for 


projects to deliberately explore the relationships between artificial intelligence, person-centered 


care, and health provider well-being. 


A spin-off project from the lexicon work has been the generation of a set of “principles for 
compassionate organizations,” which have incorporated best practices from the literature, 
including studies produced by the AMS Phoenix Project fellows and grantee recipients, a 
formal set of aspirational values for the project community, and new and emergent priorities 
for health care reform in Ontario.?? These principles are used to inform ongoing scholarship, in 
setting agenda items, in brokering new partnerships with health care professional regulatory 
organizations, and in the development of tools for incorporating compassion in organizational 


measures for success. 


@Comprising the project website and blog posts, conference proceedings, and grant and fellowship applications. 


clarification, contributing to the AMS’s 
strategic planning, subsequent recruitment 
strategies, funding calls, and conferences 
(see Box 1). 


Our analyses present a new approach to 
exploring the highly dynamic space related 
to humanistic care that organizations 
perforce occupy when engaged in 

health care reform. Understanding how 
different interpretations of caring and 
compassion cluster around core topics 
and concerns of humanistic medicine 
offers scholars an entry point for 
comparing and appraising the quality and 
direction of reform agendas (including 
multilevel ones). Indeed, our analysis 

has shown that it is possible for a single 
organization to operationalize multiple 
and even conflicting meanings of terms 
in the service of reform. This polysemy, 

as the AMS case shows, does not inhibit 
potentialities for action. Rather, it can 

be productive, as in the case of AMS, 
because it can bring together people and 
conversations that otherwise may not have 
crossed paths or joined forces. 


Future work could include an 

empirical exploration of how different 
formulations of caring and compassion 
find articulation in education and health 
care practices more broadly and under 


what conditions. Indeed, the polysemy 
of caring and compassion that emerged 
in our study could inform health care 
organizations’ evaluation processes. 


If medical education is to realize the 
promise of humanistic care, scholars, 
policy makers, and health care providers 
need to understand and be able to work 
with the polysemy associated with 

caring and compassion and the myriad 

of voices and values that this polysemy 
encompasses. This understanding should 
help organizations move beyond a 
reliance on singular visions and missions 
for delivery of care and should also open 
up exciting, creative spaces for negotiating 
differences and achieving person-centered 
care for all members of society. 
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Teaching and Learning Moments 


Clean Sorrow 


It was nearly 4:00 am, and I was on 

my bicycle. I turned a corner, and the 
hospital came into view. The windows 
glowed yellow against the sky, hundreds 
of patient rooms illuminated. 


I had just begun my third-year 
clerkships, and I was on a surgery 
rotation. For two years, my classmates 
and I had systematically studied the 
human body and disease. Before that, 
I couldn’t have imagined the complex 
beauty of the body’s cells and organs 
quietly working in sync or the intricate 
balance of the processes underlying 

a single moment of life. Nor could I 
have imagined how nearly all of these 
processes can go wrong. 


Now, as a third-year student, I was 
witnessing daily these surprise betrayals 
by the body. In the operating room, 

I peered into abdomens and limbs, 
placing careful sutures into flesh. Patients 
described a vast array of suffering. Each 
day I wanted to kiss my body all over for 
everything going right inside of it. 


In the hospital, I was not the only one 
realizing how much I take my health 
for granted. Patients told me about the 
things they wished they had done while 
they still had their health and described 
newfound clarity about what mattered 
most to them. Now, on my morning 
bike ride, each yellow window told a 
story—the story of a patient and his or 
her loved ones coming to terms with 
illness and decline. 


As the year progressed, I found myself 
drawn to patients nearing the end of life. 
In this context, people’s values seemed 
to come into particularly sharp focus. 
The superfluous things fell away. In 
these rooms, I simultaneously witnessed 
loss, regret, acceptance, humor, joy, 
despair, love, unfairness, and profound 
tenderness. Life’s most poignant 
emotions and connections magnified. 


One memorable moment took place 
during a palliative care visit with a 
woman who had just lost her husband 

to cancer. She had worked closely with 
the physician and her husband to make 
complex decisions for him over the last 
few years. As treatment options dwindled, 
the three of them explored her husband’s 
values, fears, and hopes to best support 
him in the dying process. 


At this visit, his now-widow described 
the weekend routine she and her husband 
had shared for over two decades. “I went 
to the farmers market like we always had. 
I went to each of our favorite stalls.” Her 
eyes filled with tears. “And he just ... 
wasn't there.” 


The physician paused for a few moments 
of silence. “You're describing what I think 
of as ‘clean sorrow,” he said. “With the 
thoughtful work you and your husband 
did to prepare for his last months, you gave 
him the best possible landing. Instead of 
frustration or regret, it sounds like you're 
feeling a very pure sorrow.” He paused. 


“And your sorrow is beautiful, because it’s 
completely tied up in your love for him.” 


The woman’s face brightened as she took 
a notebook from her purse. She carefully 
wrote down the words “clean sorrow.” 
Something inside of me latched onto 

the idea too. I wondered what kind of 
work I needed to do in my life, in my 
practice of medicine and in my personal 
relationships, to experience such clean 
emotions in the face of adversity. How 
could I live in such a way that love 
would be the prominent, simultaneous 
component of future experiences of loss? 


As physicians and as people, have we 
prioritized the things we value most? If 
our bodies were to suddenly betray us, 
would our experiences be muddied with 
regrets? Or could we focus cleanly on the 
beauty of our work and our relationships 
thus far? 


What story will our glowing yellow 
windows tell against the 4:00 am sky? 
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An Academic Medicine Podcast episode featuring 
this article is available wherever you get your 
podcasts. 
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